Objectives: to analyze the quality of life of children with stomas according to the children and mothers' point of view; to compare the results related to quality of life in both groups, and to verify the statistical associations between those aspects and children's demographic and clinical data.
Introduction
Ostomies are a temporary or definitive surgical therapeutic measure for many diseases or clinical situations, 1 which also apply to children. In children, ostomies are mainly consequences of congenital malformations, intestinal obstructions, and traumas. 2, 3 Among the digestive stomas that occur in childhood, colostomies are frequently performed and most of them occur in the neonatal period. Their purpose is to decompress and protect anastomoses, or restore the function of the affected organ when primary suture is not possible. 2, 3 As far as the genitourinary system is concerned, congenital malformations predominate, but a child might still be liable to abdominal traumas resulting from car or domestic accidents.
Among urinary stomas, we have nephrostomies, ureterostomies, cystostomies, and vesicostomies. 3 Stomas are primarily temporary in pediatric patients and the reconstruction of the gastrointestinal or urinary transit depends on the underlying disease and on the necessary surgical interventions.
The lack of sphincter control causes several conflicts and feelings of rejection, guilt and anxiety, in addition to body image and identity disorders in all aged individuals. Also, there exist physical, psychological, social, and spiritual alterations and self-care problems for the children and, especially, for their family or guardians.
As children are in a continued process of development and growth, they may have their personality violated through loss of security and damage to their own development whenever they suffer physical, body or behavioral alterations, or need to be hospitalized, since these situations restrict their opportunities to act and discover the world. This may have an impact on their adult life. 4 During each of the child's developmental stages, any condition that threatens his/her body integrity or self-image will be perceived differently and will demand age-specific adaptive defense mechanisms. Anyway, at all these stages of physical and psychoemotional development, child and family must be the focus of health professionals' attention, especially when mutilation, such as surgically created openings (stomas), occurs. The creation of stomas might be necessary right after birth, which is quite frequent, or later. The earlier the approach of parents and children concerning the disease, the greater the chances of establishment of mutual confidence, which ends up optimizing clinical treatment and contributing to a healthier growth. 5, 9 Therefore, it is also necessary to establish the improvement of quality of life (QoL) of these patients as a goal of the healthcare process.
As far as the definitions of QoL are concerned, we can say that they are as numerous as the methods available to evaluate them and that there is no consensus about its meaning. In scientific literature, several theoretical and methodological controversies are observed, especially due to the multidimensional and subjective character of the concept, and also because of the several factors that interfere in its construction as an object of evaluation or research. 10, 11 QoL is an attempt to name a few characteristics of human experience in the perspective of the individual himself through his subjective perception (Guyatt) , with the sensation of well-being as centerpiece, according to a few authors. [12] [13] [14] According to Hinds, apud Assumpção Jr. et al., 13 for children and adolescents, well-being may represent "... how much their wishes and hopes are close to what is really happening. It also refers to their expectations, both from themselves and from others..." and it is subject to changes, being influenced by everyday events and chronic problems.
Assumpção Jr. et al. 13 also state that QoL is a central concept that determines the subjective sensation of wellbeing, also for children, who are and have always been capable of expressing themselves about this subjectivity.
In this regard, Eiser, Pantell, Louis and Canning apud Assumpção Jr. et al., 13 observe the crucial difference that exists between what a child's quality of life is from the perspective of an adult and what it is from the child's point of view. According to the authors, the perceptions of the parents and of the medical staff in contact with the child under evaluation are poorly correlated with the child's selfevaluation. On the other hand, Magnificat and Dazord, 15 when referring to the intrinsic physical, psychological, and legal dependence children have on their parents, especially when they are very young, state that multiple and intimate relations occur between the parents' and the child's QoL, which suggests a parallel evaluation.
Little is known about the QoL of ostomized children, [16] [17] [18] [19] [20] and many speculations and different points of view exist. While a few authors suggest that stomas are devastating for body image in childhood and adolescence, others believe that the disease is the cause. Therefore, only results from methodologically well-conducted studies may put an end to such speculations and, perhaps, offer suggestions for assistance programs and policies based on these findings, aiming at the rehabilitation of these children and their families. These considerations encouraged us to carry out this study, whose objective was to evaluate the QoL of these patients according to the perspective of the children themselves and their mothers and to verify the existing associations between these results and the children's demographic and clinical characteristics.
Patients and methods
This is a descriptive, exploratory, and cross-sectional study, with a quantitative approach. It was carried out in a Public Children's Hospital in the city of São Paulo, the only one that served as a reference for the interdisciplinary care of ostomized children from the metropolitan region of São Paulo and from the interior of the state.
Sixty-three children, aged between four and 12 years, had been registered at the Service at the time of data collection. Among these, 20 (31.7%) children and their respective mothers attended an interview that had been previously arranged. In addition to age, the children had to meet the following inclusion criteria: have mental, intellectual, and communicational conditions to be interviewed, and have their mothers' authorization to participate in the study.
After the ethical requirements had been fulfilled, the data collection was preceded by information about the objectives and research procedures to the children's mothers, who were then requested to sign a post-informed consent in which they authorized their child's participation (as well as their own) in the study. After that, there was a separate interview with the children and the mothers. The mothers stayed together with their children throughout the procedure.
The data were obtained as follows: first, demographic and clinical data regarding ostomized children were obtained from medical charts; secondly, the QoL was evaluated through the Pictured Child's Quality of Life Self Questionnaire (Figure 1 ), hereinafter called CQOLSQ, whose version was adapted to the Portuguese language by Assumpção Jr. et al. 13 The CQOLSQ was developed by Manificat and Dazord, 15 in 1997, in a study carried out with 95 children aged three years and nine months and 12 years and six months, of whom 60% had no health problems, 26% had been submitted to kidney transplant and 14% were HIVpositive. The present version of the questionnaire consists of 26 questions or domains that explore family and social relations, activities, health, body functions, and separation. The scale, appropriate for the specificity and the context in pediatrics, including the subjective dimension, aims at evaluating the current sensation of well-being or satisfaction of the children in relation to a few aspects of life without using inferences made about their performance and productivity.
In Brazil, the instrument was validated by Assumpção Jr. et al. 13 while working with 353 healthy children from a private school in São Paulo, by attesting their psychometric properties, obtaining a cutoff point of 48, below which the QoL of the studied children was considered impaired.
Operationally, the instrument consists of a self-evaluation made by the children with the aid of four pictures or faces that express different emotional states, associated with several life domains. Initially, the child is asked to present a personal experience in relation to each of the alternatives depicted by the four images. Once the corresponding emotional states are identified, the questions are read and the child is asked, without a time limit, to mark the answer that best corresponds to the proposed domain. In this study, the questionnaire was read by the researchers to children who were too young or had reading difficulty, without adding any other instructions. The scores vary from 0 to 3 corresponding, respectively, to very unhappy, unhappy, happy, very happy. This scale allows obtaining a single score, which results from the sum of the scores attributed to the items. Questions 6, 7, 9, 12, 14, 20, 22, and 26 are not included in the four factors and have an isolated importance because they represent domains that are separate from the others. For the sake of discussion of the total scores, a cutoff point of 48 was used, which was obtained and proposed by Assumpção Jr. et al. 13 
Statistical procedures
For the validation of the CQOLSQ for the target population we used the same procedures adopted by Manificat and Dazord 15 and by Assumpção Jr. et al. 13 Therefore, the following factors were verified: the reliability through the analysis of the internal consistency measured by Cronbach's Alpha Coefficient; the external validity measured through the ordinal correlation between QoL scores obtained by the children and their respective mothers and the construct validity through the inter-factor correlation, measured by the ordinal correlation among the factors that compose the scale.
Results
The results are presented in absolute and relative numbers by means of tables and graphs and were distributed into Validation of CQOLSQ, Demographic and Clinical Characterization of Ostomized Children and Analysis of the QoL of Ostomized Children.
Validation of the CQOLSQ
The internal consistency, evaluated by Cronbach's Alpha Coefficient calculated for the 26 items of the instrument, produced a value of 0.60 and showed to be satisfactory for the study population.
The external validity was confirmed by obtaining a strong positive correlation that was statistically significant (r = 0.82 and p = < 0.05) among the total mean scores of QoL obtained by the children and their mothers.
The results also showed positive correlations whose intensity was classified as moderate (0.30 to 0.50) to strong (> 0.50) and which were statistically significant (p< 0.05) 
Analysis of the QoL of ostomized children
The total and partial scores of the QoL of the ostomized children, as from the application of the CQOLSQ along with the children and mothers are shown in Table 3 .
The data in Table 3 show that, from a possible variation of 0 to 78, the total mean scores of CQOLSQ were 51.95 (SD = 7.90) and 49.60 (SD = 5.60), respectively, under the perspective of the children (CQOLSQ) and mothers (MQOLSQ), without any statistically significant difference between them (p<0.05). Leisure, family, and functions factors obtained, in this order, the highest values (8.29 and SD = 0.92; 11.41 and SD = 0.17; 10.27 and SD = 0.11, respectively), considering the possible variations. When the 48 cutoff point was considered, we verified that most of the indices (70%) are equal to or above 48 for both groups, indicating a positive QoL.
By independently analyzing the mean scores of each item on the scale, we verified that "away from the family" and "hospitalization" obtained the lowest values for children and mothers; while "birthday," "grandparents," and "vacation" reached the highest values for children, unlike their mothers.
In the test of point biserial correlations, we found out that only schooling showed a negative and statistically significant correlation with the total CQOLSQ (r = -0.63 among the family and leisure factors, and family and function factors, suggesting construct validity of the instrument utilized.
Demographic and clinical characterization of ostomized children
The data in Table 1 show that the studied sample consisted of 20 children with an average age of 8.7 years (SD = 2.64), with predominance of the 10-12-yearl-old age group (9 children or 45%). Gender distribution was 50% males and 50% females. Eleven (55%) were white. In relation to schooling, 13 children (65%) were in elementary school, and their family's per capita income was lower than one minimum salary (0.88 and SD = 0.70). Table 2 shows that the congenital malformations represent 60% (12) of ostomies, and that temporary urostomies predominate (11 or 55%), with an average time of 53.65 months (SD = 60.59) of formation with a postoperative period lower than 50 months for most of the children (13 or 65%). and p< 0.05), suggesting that children with lower schooling present the lowest QoL scores. This study is corroborated in the comparison test between the groups of children with higher and lower school education, when the total QoL score of the children with higher schooling (55.54) surpasses, with statistical significance (p = 0.003), the one found in children whose school education was below the elementary level (45.28).
Furthermore, we have also detected other statistically significant correlations. One correlation was negative between the MQOLSQ and the child's schooling (r = -0.56). Others were positive between the MQOLSQ and the following factors: family (r = 0.86), autonomy (r = 0.60) and functions (r = 0.59) pointed out by the children beyond CQOLSQ (r = 0.82). These results suggest that the mothers perceive a worse QoL among the children with a lower level of education and a better QoL in relation to family, autonomy and functions, and the highest QoL scores from the children's perspective.
Discussion
Thinking about quality of life involves everything related to the level of satisfaction, happiness and well-being, even though nowadays there is no consensus about its meaning. It is even harder to have a concept when we deal with children, since quality of life in childhood is especially related to the idea of playing, harmony and pleasure and varies according to the growth stage, child development and family relations. Moreover, children's QoL has been traditionally verified through the perceptions of parents or guardians. This scenario has partly changed through the development of a few instruments of evaluation that are specific to the pediatric population, such as the CQOLSQ, already transculturally adapted to Brazil.
We recognize that the situations that alter a child's health or leave sequelae, such as ostomies, make us question the impairment of QoL. This information regarding the mechanisms used to face the problem and the adaptation to it, including physical and behavioral limitations, 13, [20] [21] [22] [23] and the possibility of using the CQOLSQ have encouraged us to carry out this study with ostomized children. In addition, the international literature on this problem is really scarce and completely absent in our setting.
The 20 children included in the study (10 boys and 10 girls aged between 4 and 12 years) were assisted at a reference service for ostomized children in São Paulo. They had temporary ureterostomies caused by congenital malformations.
With regard to the QoL of ostomized children, we initially proceeded to the validation of the CQOLSQ, and analyzed its reliability, external validities and construct validity, which showed to be satisfactory for the study. Once the psychometric properties of the CQOLSQ were established to evaluate the QoL of the ostomized children, we obtained the total mean scores of 51.95 (SD = 7.90) and 49.60 (S.D. = 5.60) respectively, for the children and their mothers, which were positively and strongly interrelated (r = 0.82). These results, which demonstrate positive perceptions about the QoL of ostomized children (>48), conceived by them and by their mothers, are similar to the results found by Assumpção Jr. et al. 13 with healthy children, and contradict the projections of these authors that these indices are poorly correlated when ill or hospitalized children are concerned. When CQOLSQ factors are assessed, leisure obtained the highest score from the children's perspective and was especially related to "birthday," "grandparents" and "vacation," which also reached the highest rates per item, revealing the importance of these aspects -playing and leisure -for the subjective sensation of well-being, not only for healthy children, [13] [14] [15] but also for hospitalized children or children submitted to chronic alterations, 20 such as ostomies.
Aside from leisure, Family was perceived as a source of well-being for the QoL of children, not just by themselves, when obtaining the second highest score, but also by their mothers (r = 0.86), when it was considered a fundamental component for the construction of a positive self-concept and a satisfactory level of self-esteem, 5, 6 in spite of the presence of ostomy.
On the other hand, Autonomy turned out to be the most impaired factor from the children's perspective, with the lowest rate comparatively with the others, unlike the mothers, who considered autonomy one of the aspects inherent to a greater QoL in children (r = 0.60). The lowest value among children and mothers was that for "away from the family". It is necessary to point out that both in the preschool and in the school phases the search for independence and autonomy in the former and development of competence and abilities in the latter 4 may be impaired by the presence of an ostomy 7 and all the repercussions that it involves, both before (disease and hospitalization) and after its creation. In this regard, hospitalization is also an important domain for the perception of well-being in children both for themselves and for their mothers, as it shows low values in both groups.
Another aspect is the observation of the worst levels of well-being and QoL for children with poorer schooling in both groups, perhaps associated with greater demands from and dependence on learning more complex abilities for the acquisition and development of self-care.
Despite the reduced sample size -especially due to the age group in which the instrument could be applied -this study is unique and brings important results for clinical practice. The observation of similar perceptions between children and mothers of fundamental aspects for a higher level of well-being, such as Family, Leisure, and Autonomy, and QoL as a whole, may have repercussions on the adequacy of healthcare models in enterostomal therapy, which value or give priority to such components of QoL in ostomized children, as well as the development of healthcare policies that are directly addressed to this specific population.
